Breast cancer survivors with lymphedema experience physical, psychosocial, and quality-of-life difficulties. Cancer treatment-related lymphedema often is viewed as a disabling condition, and that assumption has fostered an environment in which oncology nurses are not actively involved in the care of patients with lymphedema. Little is known about how breast cancer survivors with lymphedema structure their daily lives. This article describes an effort to determine whether lymphedema truly is a disabling condition by collecting symptom data and self-generated narratives from breast cancer survivors with lymphedema regarding their eating habits, daily activities, substance use, and future plans. Although the sample experienced multiple symptoms, lymphedema duration and degree of extracellular arm fluid did not appear to influence those symptoms. In addition, participants led full, rich, busy lives. The findings do not support the notion that patients with lymphedema live as disabled people. A disability model may not be optimal to guide research design or patient care; rather, a symptom management model better explains the findings and implies that active involvement by nurses in lymphedema patient care and education is indicated.
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Despite well-documented difficulties, breast cancer survivors with lymphedema must create a framework for daily living. Little is known about how these individuals structure their daily lives. That information is needed to broaden the understanding of whether patients with lymphedema live with a perceived disability and withdraw from life, or engage life as nondisabled people. That information can guide holistic approaches to patient management and provide oncology nurses with valuable information for supportive education, interventions, and care.
This mixed-methods study collected symptom data and explored four topics related to the daily lives of breast cancer survivors with lymphedema: eating habits, daily activities, substance use, and future plans. These women had served as the control group of writers in a larger randomized clinical trial that tested the effectiveness of expressive writing in improving health outcomes in breast cancer survivors with chronic stage II lymphedema (International Society of Lymphology, 2009; Ridner, Bonner, Deng, & Sinclair, 2012).
